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of	 Lower	Urinary	 Tract	 Symptoms	 (PLUS)	 Research	Consortium	 is	



















der	 health	 and	 identifying	 language	 used	 by	 adolescent	 and	 adult	







en's	 experiences,	 perceptions,	 beliefs,	 knowledge	 and	 behaviours	




multi‐site	 qualitative	 focus	 group	 investigation.	 The	 protocol	 de‐
scribes	how	a	life	course	perspective	is	applied	to	engage	adolescent	
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biological	and	disease‐focused	thinking	and	limited	attention	to	di‐
versity	of	race	and	ethnicity,	geographic	and	socioeconomic	charac‐
teristics.	For	example,	 in	a	 recent	 systematic	 review	of	qualitative	
evidence,	Mendes	et	al.	identified	28	studies	that	explored	urinary	






American	 women,	 despite	 a	 demand	 for	 health	 education.	 Other	
studies	 have	 explored	 adult	women's	 experiences	 of	 bladder	 sen‐
sations	(Heeringa,	de	Wachter,	van	Kerrebroeck,	&	van	Koeveringe,	







symptomatic	 populations	 (Coyne,	Harding,	 Jumadilova,	&	Weiss,	
2012;	 Heeringa	 et	 al.,	 2011)	 suggest	 that	 the	 experiences	 and	
terminology	 used	 by	 healthy	women	 can	 differ	 from	 those	with	
LUTS,	 indicating	 a	 need	 for	 healthcare	 providers	 and	 research‐
ers	 to	 better	 understand	 experiences	 of	 women	 without	 LUTS.	
Additionally,	 existing	 qualitative	 studies	 generally	 have	 not	 ex‐
plored	 a	 life	 course	perspective	 and	 instead	have	 examined	dis‐
crete	groups	such	as	older	adults	(Andersson,	Johansson,	Nilsson,	




&	Bunn,	 2017).	 Further,	 the	 existing	 literature	 has	minimal	 inte‐
gration	of	theoretical	or	conceptual	models	and	rarely	includes	a	







its	 initial	 prevention	 research	 agenda	 (Brady	 et	 al.,	 2018).	 This	
framework	 acknowledges	 that	 individuals	 are	 embedded	 within	
social	ecologies.	Socioecological	models	are	based	on	theories	of	















The	PLUS	Consortium	 identified	 a	 need	 for	 a	 qualitative	 research	
study	 to	 explore	 how	 adolescent	 and	 adult	 women	 perceive	 and	





beliefs.	 Focus	 groups	 are	well‐suited	 for	 the	 exploration	 of	 social	
norms	 and	 processes,	 cultural	 influences	 and	 institutional	 influ‐








eliciting	 input	 from	a	broad	 range	of	 constituencies,	 including	 key	
stakeholders	 and	marginalized	 groups	 of	 individuals	whose	 voices	
often	are	not	heard.
3.3 | Organization of study team
Consistent	 with	 the	 transdisciplinary	 composition	 of	 the	 PLUS	
Consortium,	 the	SHARE	study	team	 is	comprised	of	scientists,	cli‐
nicians,	 and	advocates	with	expertise	 in	 a	 range	of	disciplines,	 in‐
cluding	 social	 and	 behavioural	 science	 (social	 psychology,	medical	
sociology,	health	education);	medicine	(paediatrics,	geriatrics,	urogy‐




























• Middle‐aged women: 45–64 years
• Older women: 65+ years
3.4.2 | Inclusion/Exclusion criteria
Eligibility	 criteria	 include	 cisgender	 women	 and	 adolescents	 who	
are	 English‐speaking	 (for	 English	 language	 focus	 groups);	 Spanish‐
speaking	(for	Spanish	language	focus	groups);	able	to	read	and	pro‐
vide	written	 informed	consent	 (or	assent	and	parental	consent	 for	





ically	 examine	 the	distribution	of	 parity	within	 and	 across	 focus	










by	 women	 as	 abnormal.	 In	 a	 previous	 study	 that	 purposefully	
recruited	 based	 on	 continence	 status,	 women's	 discussion	 of	
the	 experience	 of	 leakage	 changed	 over	 time	 after	 a	 screening	
process	 during	which	 new	 terminology	 and	 concepts	 of	 leaking	
were	introduced	by	the	investigative	team	(Thomas	et	al.,	2010).	
To	avoid	 this	 risk,	we	will	 not	pre‐screen	potential	 participants,	
















an	 average	 of	 6–8	 participants	 per	 focus	 group,	 necessitating	 the	
recruitment	of	240–352	participants.
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allows	 us	 to	 leverage	 age‐appropriate	 best	 practices	with	 centre‐
specific	strengths,	allowing	for	an	adaptive	approach	to	recruitment.
3.6 | Study implementation
The	 overall	 study	 flow	 for	 this	 qualitative	 project	 is	 provided	 in	
Figure	2.	A	MOP	developed	by	the	research	team	is	in	place	to	guide	
the	study	process.
3.6.1 | Focus group moderator training
Moderators	 trained	 in	 qualitative	 research	 principles	 and	 focus	
group	methodology	will	conduct	each	session.	In	focus	group	meth‐
odology,	the	moderators	serve	as	the	primary	data	collection	instru‐
ments	 guided	 by	 a	well‐designed	 focus	 group	 guide.	 Focus	 group	
moderators	will	 be	 female.	Given	 significant	geographic	and	disci‐
plinary	 differences	 in	 qualitative	 research	 training	 and	 practice,	 it	
is	 important	that	moderators	be	grounded	in	the	PLUS	conceptual	
framework	and	the	value	of	a	community‐informed	approach,	which	








group	 guide	 and	will	 last	 approximately	 90	min.	 The	 focus	 group	
guide	 is	 derived	 from	 the	PLUS	 conceptual	 framework.	 The	 guide	
has	five	sections	and	16	core	questions	with	accompanying	probes	
(Table	 4).	 Each	 section	 and	 accompanying	 questions	 correspond	
to	categories	of	 the	conceptual	 framework.	For	each	 focus	group,	
a	 site‐specific	 designated	member	 of	 the	 research	 team	will	 take	
written	field	notes	using	a	standardized	format	to	record	method‐
ological,	 contextual,	 and	 reflective	 observations.	 Sessions	 will	 be	
audio‐recorded	for	later	transcription.
At	the	conclusion	of	the	focus	group,	participants	will	be	asked	
to	 complete	 self‐administered	 measures	 (Table	 5)	 to	 characterize	




TA B L E  1  Potential	populations	for	recruitment	by	age	group	and	special	populations








































to PLUS Urban Rural
Site
Site	1 x x x x x x x x x x x
Site	2 x x x x x x
Site	3 x x x x x x
Site	4 x x x x x x x x x
Site	5 x x x x x x x x x x x
Site	6 x x x x x x
Site	7 x x x x x x x x
Abbreviation:	SES,	socioeconomic	status.
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3.7 | Quantitative measures
The	 Lower	 Urinary	 Tract	 Symptom	 Tool	 (LUTS	 Tool)	 will	 be	 used	
to	 assess	 LUTS	 in	 adult	 women.	 A	 separate	 instrument,	 the	
International	Consultation	on	Incontinence	Questionnaire	Pediatric	






be	used	 to	 summarize	participant	 characteristics	using	descriptive	
statistics.
4  | QUALITATIVE DATA MANAGEMENT, 
ANALYSIS ,  AND INTERPRETATION
4.1 | Data management










and	 then	 translated	 into	English	using	best	practices	 to	assure	ac‐
curacy	 in	 translation	 (Clark,	 Birkhead,	 Fernandez,	 &	 Egger,	 2017).	
Briefly,	 a	 native	 Spanish‐speaking	 moderator	 and	 the	 translator	
will	 review	all	original	and	translated	 transcripts.	All	 significant	 in‐
consistencies	will	be	discussed	and	resolved	by	a	team	of	three	na‐















a	deductive	approach	 to	explore	 textual	data	 for	 insights	 relevant	
to	the	research	question,	with	the	goal	of	validating	and	extending	
knowledge	 in	 the	area	of	 interest.	This	analytic	approach	has	par‐
ticular	utility	in	research	areas	where	current	theory	or	previous	evi‐
dence	needs	further	elucidation	and	description	(Hsieh	&	Shannon,	














Standard	qualitative	data	 analysis	 techniques	will	 be	used,	 be‐
ginning	with	coding	and	memoing	(Corbin	&	Strauss,	2008;	Saldaña,	
TA B L E  3  Phases	and	planned	distribution	of	focus	groups	by	age	and	population	across	sitesa 
Site 1 Site 2 Site 3 Site 4 Site 5 Site 6 Site 7
Phase	1 45–64	years,	English 65 + years 26–44 years, 
English























65 + years, rural
45–64 years, 
Spanish












Phase	4 65	+	years	Spanish 45–64 years 65 + years, 
Spanish
15–17 years 11–14 years
11–14 years, 
African	American
65 + years 18–25 years
aAdditional	attention	to	diversity	of	participants	by	socioeconomic	status,	which	was	also	considered	in	recruitment	outreach.	
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2015).	We	will	analyse	transcripts	using	a	deductive	coding	scheme	
informed	by	 the	socioecological	model	and	our	working	definition	
of	bladder	health.	All	 transcripts	will	be	 imported	 into	DeDoose®,	
an	online	platform	for	qualitative	data	analysis	designed	to	facilitate	
the	 organization	 and	 analysis	 of	 qualitative	 data.	 As	 a	web‐based	
platform,	 it	will	 be	 accessible	 in	 real	 time	 from	multiple	 locations.	
This	will	facilitate	the	analytical	work	performed	at	a	single	site	for	
the	initial	content	analysis	and	will	also	allow	for	site‐specific	anal‐
ysis	 as	needed	 for	 selected	 scenarios,	 populations,	or	 age‐specific	
considerations.
Memoing	 entails	 making	 notations	 of	 researchers’	 conceptual	
and	theoretical	insights	relating	to	the	themes	and	potential	codes.	
Although	 it	 is	part	of	 the	analytic	process,	memoing	also	plays	 an	
important	 role	 in	 the	 development	 and	 articulation	 of	 conceptual	










from	 focus	 group	 excerpts	 illustrative	 of	 codes.	 Variations	 within	


























With ongoing coaching 
of moderators after 
review of field notes 
and transcripts
REVIEW and CLEAN 
DATA:
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compare	results	until	a	consensus	is	reached	on	the	codes	and	their	




The	 investigators	 will	 conduct	 weekly	 supervision	 meet‐
ings	with	staff	and	resolve	coding	disagreements	through	con‐
sensus.	 Developing	 the	 codebook	 will	 be	 an	 iterative	 process	
and	 refinements	 may	 be	 made	 during	 the	 debriefing	 sessions	
described	below	 (see	Data	 Interpretation).	Additional	 research	
questions	 and	 analytical	 approaches	 may	 emerge,	 prompting	
subsequent	 re‐analysis	 of	 the	 data.	 These	 data	 management	
and	 analysis	 approaches	 meet	 the	 ‘Standards	 for	 Reporting	
Qualitative	 Research’	 for	 content	 analysis	 and	 grounded	 the‐
ory,	 as	 described	 by	O’Brien	 et	 al.	 (O'Brien,	 Harris,	 Beckman,	
Reed,	&	Cook,	2014)	and	recommended	by	others	(Bourgeault,	
Dingwal,	 &	 Vries,	 2010;	 Bryant	 &	 Charmaz,	 2010;	 Corbin	 &	
Strauss,	2008).
4.3 | Data interpretation
Data	 interpretation	 is	 an	 iterative	 and	 reflexive	process	 for	 deriv‐
ing	meaning,	making	theoretical	connections,	constructing	explana‐
tory	 frameworks	 and	 drawing	 relevant	 and	 credible	 conclusions	
supported	 by	 the	 data.	 The	 socioecological	model	 and	 life	 course	
approach	will	 guide	 the	 initial	phase	of	 the	 interpretative	process.	
Subsequently,	 data	 interpretation	will	 proceed	 as	 an	 open‐ended,	
inductive	process	guided	by	team	science	and	informed	by	a	trans‐
disciplinary	 perspective	 that	 uses	 the	 integrative	 expertise	 and	
experience	of	social	and	behavioural	scientists,	clinicians	and	inter‐
ventionists,	 public	 health	 researchers	 and	 educators	 and	 commu‐
nity‐based	advocates.
The	key	mechanisms	of	data	 interpretation	are	data	 immersion	
and	 team	 dialogue,	which	will	 require	 regularly	 scheduled	 confer‐
ence	 calls	 and	 dedicated	 face‐to‐face	 meetings.	 During	 these	 in‐




socioecological	 contexts	 can	 usher	 in	 innovative	ways	 of	 thinking	
about	 the	 healthy	 bladder	 and	 how	 to	 promote	 bladder	 health.	
Additionally,	the	insights	will	be	shared	with	community	engagement	
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4.4.1 | Before and during data collection







gagement	with	 the	 study	 and	 its	 data,	with	 the	 same	 researchers	
involved	in	and	observing	data	collection	and	interpretation	to	offer	
opportunities	for	reflection	and	awareness	of	context.






























































TA B L E  5  Quantitative	measures
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4.4.2 | During analysis





























and	 the	other	 five	 sites’	 IRBs	giving	oversight	 to	 the	primary	 lead	
site.	The	internal	IRB	for	the	seventh	site	did	not	have	a	process	in	








to	use	 friendly	 reminders	 to	 limit	mentioning	of	 specific	names	of	









ognition	 of	 the	 potential	 that	 a	 participant	 may	 have	 a	 negative	






nary	approach	to	design,	develop	and	 implement	 research	 investi‐
gating	adolescent	and	adult	women's	perceptions	of	bladder	health	
and	function	to	address	gaps	in	existing	qualitative	and	quantitative	
bladder	 health	 research.	 Merging	 clinical,	 social	 behavioural	 and	
public	health	perspectives,	our	transdisciplinary	approach	brings	to‐
gether	investigators	with	a	unique	array	of	expertise.








of	 prior	 qualitative	 investigations.	 Future	 investigations	 should	 ex‐
pand	 inclusion	of	underrepresented	populations.	Additionally,	com‐















health.	 This	 approach	 can	 lead	 to	 the	 development	 of	 further	 life	
course	 research	questions	or	 strategies	 to	address	 facilitators	and	
barriers	to	bladder	health.
The	 SHARE	 protocol	 systematically	 employs	 a	 socioecological	
conceptual	framework	to	structure	the	focus	group	interview	guide	
and	carry	out	data	analyses	and	interpretation.	This	approach	is	fa‐
cilitated	 by	 the	 collaboration	 of	 SHARE	 investigators	 whose	 own	
programs	of	research	have	focused	on	different	levels	of	social	ecol‐
ogy	 across	 the	 individual,	 interpersonal,	 institutional,	 community,	
and	societal	levels.




we	 recognized	 the	 need	 to	 develop	 and	 implement	 a	 centralized	
training	program	for	focus	group	moderators	to	assure	consistency	
of	research	procedures	across	sites.	Additionally,	we	recognized	the	










der	 health	 and	 function	 among	 adolescent	 and	 adult	 women	 and	






organizational	 and	operational	 structure	 that	 promotes	 transdisci‐
plinary	team	science.	Use	of	the	PLUS	conceptual	framework,	which	
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